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Abstract 
A logbook, or patient-dossier, was developed, to improve continuity of information in the treatment and care of 
head-and-neck cancer patients. It contained information modules on different aspects of care, as well as forms to facilitate 
communication both between patient and care-professional and between the various care-professionals. The logbook’s 
effectiveness was evaluated in two hospitals in Rotterdam, by comparing outcomes for trial and comparison groups of, 
respectively, 71 and 54 patients and 59 and 35 care-professionals. Trial patients proved to be better informed, to receive 
more support and to experience fewer psychosocial problems. Professionals who used the logbook were better informed 
about their patients, and about the care-activities of fellow-professionals than those who did not. They recognised an 
improvement in their contact with colleagues and in the harmonisation of their respective care-activities. 0 1997 Elsevier 
Science Ireland Ltd. 
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1. Introduction 
As many as twenty different disciplines may be 
involved in the diagnosis, treatment and care of 
head-and-neck cancer patients. A study carried out in 
the Netherlands among family doctors, community 
nurses, home-helps and other professionals who have 
*Corresponding author. Present address: University of Teesside, 
Department of Psychology, School of Social Sciences, Middles- 
brough, Cleveland TSl 3BA, UK. 
contact with these patients has revealed that its 
organisation is complex and often chaotic [I]. Com- 
munication between the different disciplines is gen- 
erally poor. In a study of 133 patients being treated 
for head-and-neck cancer, nearly one in four (23%) 
reported receiving poor information from the hospital 
about possibilities for their care and counselling 
following discharge [2]. Moreover, 73% had re- 
ceived little or no significant information, and 59% 
little or no support, from their family doctor. 
Patients being treated for head-and-neck tumours 
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are often confronted with major psychosocial prob- 
lems [3] - not only because of their fear of the 
disease and uncertainty about survival, but also 
because of the frequently invasive and mutilating 
treatment, which can give them difficulties in speech, 
eating and swallowing, as well as problems with 
their appearance. They appear to need extra support 
to help them cope with psychological, as well as 
physical, problems [4]. Open discussion of the 
disease in the family, social support and perceptions 
of having obtained adequate information from the 
specialist have been found to be the most important 
predictors of positive rehabilitation outcomes in the 
2-6 year post-treatment period [3]. Nevertheless, the 
(after-)care of these patients leaves much to be 
desired [5]. One important cause of shortcomings is 
unfamiliarity on the part of the various care-profes- 
sionals, especially in primary care, with this kind of 
patient and the problems which they may experience. 
The amount of information which should be 
imparted to the cancer-patient has been a widely- 
discussed issue. Fallowfield and colleagues [6-S] 
found that doctors often underestimate the amount 
and type of information which cancer patients re- 
quire, and may only give information to those who 
actively seek it. Patients seem not always to wish to 
receive all the information which is available [9]. 
When they receive it, they may not recall it [lo]. At 
the same time, patients are unhappy with the amount 
of information which they are given and about the 
opportunities for discussion of their diagnosis and 
treatment options. A (perceived) lack of information 
may be associated with measurable post-treatment 
uncertainty, anxiety and depression [ 1 l- 161. 
The situation may be aggravated by poor com- 
munication between primary and secondary care- 
professionals [ 171. Van der Wouden [ 181 reported a 
lack of formal arrangements in the relation between 
surgeons and family doctors. Any information ex- 
changed was generally in writing and poorly-attuned 
to the other party’s needs, and it reached the family 
doctor too late. One-half of the 113 care-profession- 
als (doctors, nurses, laboratory staff and psychosocial 
counsellors) whom Visser and Menko [19] inter- 
viewed, in 16 out-patient departments at six hospi- 
tals, indicated that they had experienced problems in 
the relation between primary and secondary carers of 
cancer patients. They ascribed the problems, above 
all, to a lack of knowledge among primary carers - 
about the disease, radiation, and consequences of 
treatment - and to difficulties which secondary 
carers had in contacting primary carers. In the study 
by van der Horst et al. [20], it appeared that care- 
professionals (including family doctors and com- 
munity nurses) had little contact with one another, 
and agreed to only a limited extent about the health- 
status and functioning of their patients. For example, 
only 20% of family doctors knew whether a com- 
munity nurse was involved in the care of a particular 
cancer patient. Even fewer professionals knew 
whether others (eg. a physiotherapist, social worker) 
were involved. In a study of cancer patients and their 
various carers, Courtens and Crebolder [21] found 
that carers rarely agreed about their respective tasks 
in giving information and counselling to patients. 
On the basis of the literature referred to above, it 
is assumed that head-and-neck cancer patients could 
profit - particularly with regard to their psycho- 
social problems - from receiving a greater ‘con- 
tinuity of information’ than hitherto. 
‘Continuity of information’ encompasses three 
aspects of the information which patients might 
receive. It refers to information which: 
(i) provides patients with a ‘scenario’ of the whole 
course of their diagnosis, treatment and (after-) 
care - i.e. comprehensive and structured in- 
formation; 
(ii) ensures consistency between the different con- 
tributing disciplines - i.e. is co-ordinated 
information; and 
(iii) covers several possible functions of informa- 
tion, namely: ‘pure’ information, instruction, 
education and guidance/counselling [22]. 
Thus, ‘continuous information’ includes not only 
information about the disease and its treatment, and 
instruction on, for example, looking after the wound 
and drain; but also some stimulation of independence 
and self-reliance in patients [23], and explicit atten- 
tion to their psychosocial and emotional guidance 
and counselling [7,12,13,24,25]. 
Not only should patients themselves benefit from 
such ‘continuity of information’, but it should also 
enable care-professionals to become more widely 
informed about a patient, to communicate more 
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effectively with other care-professionals, and to 
harmonise and improve their respective care-ac- 
tivities with regard to particular patients. 
One means of achieving ‘continuity of informa- 
tion’ may be by way of a ‘logbook’ or patient- 
dossier, as suggested by Courtens and Crebolder 
r211. 
2. Origin and aim of the study 
The study reported here was initiated by the 
Rotterdam Head-and-Neck Tumour Foundation, the 
Dutch Society for Iaryngectomees and the Institute 
for Health and Environmental Issues, under the 
leadership of the second author. 
It set out to develop, implement and evaluate a 
logbook for the care and treatment of head-and-neck 
cancer patients. Broad questions to be examined 
were, for example: Is patients’ use of the logbook 
associated with their having fewer psychosocial 
problems? Does it help them gain a better grasp of 
their situation? Do care-professionals perceive an 
improvement in their communication with patients 
and other professionals as a result of use of the 
logbook? 
‘More specifically. it was expected that use of the 
logbook, as a new means of communication with and 
between care-professionals, would lead to an in- 
creased continuity of information and be associated 
with: 
1. patients 
(a) receiving more, clearer and less contradictory 
information - in particular, about the possi- 
bilities for care following discharge, 
(b) feeling less uncertain, 
(c) receiving more support, 
(d) experiencing fewer psychosocial problems - 
anxiety, depression, fear, insomnia, loneliness and 
tension. 
2. and professionals 
(a) having more information available about a 
patient’s disease, treatment and psychosocial 
situation, 
(b) achieving better contact with patients, 
(c) harmonising their care-activities (adjusting 
them to one another’s). 
3. Logbook 
In the present study, a logbook is defined as an 
instrument not only for giving, but also for exchang- 
ing information. It contains both a ‘communication’ 
and an ‘information’ section, in a loose-leaf bound 
format. 
The logbook is the property of the patient, who 
may ultimately decide who has access to its contents. 
It stays with the patient, but is intended to be 
available at all consultations. 
Subject to the patient’s wishes, any care-profes- 
sional (and, in the domestic context, any home-help, 
voluntary worker or informal carer) may consult the 
logbook; and, in particular, make their own notes in 
the communication section on any aspect of treat- 
ment, nursing, other care or counselling. Similarly, 
patients can use the logbook to record their observa- 
tions, experiences, feelings and conclusions. Their 
record may assist professionals in harmonising their 
care-activities to the expressed needs of the in- 
dividual patient. 
A logbook is intended to make clear to all parties 
(patient and professionals) who has said and done 
what and when. Information given by one profes- 
sional is available for all others to read - thus 
anticipating the possibility of different professionals 
having to rely on the patients themselves for details 
of their treatment. There should also be less likeli- 
hood that a patient receives (apparently) contradic- 
tory information from different sources. 
3.1. Development of the logbook for head-and- 
neck cancer patients 
University hospitals, integrated cancer centres and 
other organisations in the Netherlands were asked to 
supply existing examples of logbooks or of similar 
materials. This step was supplemented by a literature 
search for studies using a logbook approach and by 
drawing together any informational material which 
was available specifically for head-and-neck patients 
Em 
In addition, interviews were conducted with a 
number of (previous) patients and care-professionals 
(ENT-physicians, radiotherapists, family doctors, 
brachytherapists, prothesiologists, dentists, dental 
assistants, speech therapists, physiotherapists, nurs- 
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ing staff, social nurses and dietitians), to determine 
both what sort of information about the disease they 
normally received or offered, and their reactions to 
the logbook concept and its use. 
On the basis of the materials collected, a first draft 
of the logbook was drawn up, and piloted with ten 
patients. All drafts of the logbook (as well as all 
aspects of its subsequent implementation) were dis- 
cussed by a supervisory group, consisting of ENT- 
physicians and specialists in patient-information, 
social nursing, psychosocial care and home-nursing, 
as well as a social oncologist and the study co- 
ordinator. The major change as a result of this 
preliminary work was the inclusion of a pull-out 
folder containing the forms in the communication 
section (see below). This folder was less bulky than 
the rest of the logbook, which also included a quite 
extensive information section and subsidiary materi- 
al, and was less cumbersome to take to consultations. 
3.2. Logbook content 
The communication section consisted of seven 
forms. It was intended to promote communication 
between care-professionals and patient, and between 
professionals themselves. It enabled the professionals 
to gain a rapid and comprehensive overview of a 
patient’s problems and of the treatment or other 
procedures applied to date. The communication 
forms recorded: (i) various patient details, including 
telephone numbers of their care-professionals and 
other contact persons, and such details as allergy and 
tendency to bleed; (ii) general and oncological case- 
histories; (iii) medication; (iv) the medical, para- 
medical and psychosocial situation at discharge; (v) a 
psychosocial profile (including living situation, 
household composition, available social support); 
(vi) an ‘interchange’ form on which both the patient 
and carers could record questions, sources of uncer- 
tainty, dissatisfactions and other comments; and (vii) 
a form on which the patient could note down his or 
her thoughts and conclusions. 
The information section of the logbook consisted 
of 14 modules. Written information, illustrated with 
drawings and pictures, was presented in a uniform 
format and style for the following topics: (i) What is 
cancer? (ii) Social nursing; (iii) Diet; (iv) Treatment; 
(v) Speech therapy; (vi) Physiotherapy; (vii) Care of 
the canula and stoma; (viii) Radiotherapy in general; 
(ix) Brachytherapy; (x) Dentistry; (xi) Prothesiology; 
(xii) Home-care (family.4 doctor and community 
nurse); (xiii) Contact with an association for fellow- 
sufferers; and (xiv) Coping. 
Subsidiary sections of the logbook contained a list 
of contents, advice on its use, a glossary of terms, 
and. details of other available information-folders 
and -booklets. 
3.3. Implementation 
Head-and-neck cancer patients at two locations of 
the Academic Hospital Rotterdam (Dr. Daniel den 
Hoed Cancer Clinic and Dijkzigt Hospital), who fell 
into one of four treatment categories (see below), 
were treated in accordance with the same protocol; 
with the exception that patients at the former location 
were offered the logbook (trial group), while patients 
at the latter were not offered it (comparison group). 
During the period May 1994 to April 1995, 110 
patients were identified who fitted the criteria for the 
trial group. For a variety of reasons, 26 of them did 
not receive a logbook. These reasons included de- 
mentia and insufficient command of the Dutch 
language. Only 3 patients actually refused to take the 
logbook. Of the 84 who received a logbook, 4 
declined at some point to continue using it and a 
further 9 died before the evaluation phase of the 
study. The logbook was offered to trial group 
patients by their ENT-physician, immediately after 
their receipt of the ‘bad news’ that they had a tumour 
which needed treatment. All patients received full 
information about the trial and an informed consent 
form (approved by the Medical-Ethical Committee of 
the hospital). 
The first three and last three modules of the 
information section were standard items in the 
logbook of all patients. Other modules were various- 
ly included for the four treatment categories of 
patient. These other modules were distributed and 
introduced by care-professionals at the time of first 
treatment: variously by ENT-physicians, radiotherap- 
ists, nurses, speech therapists, physiotherapists, 
prothesiologists, dentists, dental assistants, 
radiotherapy information-officers, and brachytherap- 
ists. 
Before the trial began, the logbook was introduced 
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both in writing and orally to all the staff (including 
secretarial) involved, and their various roles in the 
trial were explained. In addition to making sure and 
recording that the modules relevant to their care were 
placed in the logbook and and explained to patients, 
these roles included the distribution of additional 
informational material, keeping up-to-date with and 
responding to the communication section of their 
patient’s logbook, making entries in the logbook’s 
forms, and keeping records of the trial’s progress. 
The social nurse acted as ‘logbook coordinator’. 
She took care of patients after their ‘bad news’ 
consultation; explained the aim, function and use of 
the logbook and ensured that each patient had all the 
relevant modules; entered treatment details and 
completed the psychosocial profile; made sure that 
the discharge form was completed; and notified 
family doctors by telephone and in writing that one 
of their patients had been given the logbook, and 
asked them for their collaboration in its use. 
4. Methods 
4.1. Patients 
Evaluation of the logbook in use was carried out 
primarily by means of questionnaires administered to 
both trial and comparison groups of patients and to 
professionals involved in their care. In addition, the 
logbook itself was evaluated by means of a checklist, 
which was completed by the co-ordinator of the 
project and a social nurse. 
An evaluation questionnaire was sent to the 71 
surviving patients who had agreed to use the log- 
book, and to 54 comparison patients who agreed to 
fill in the questionnaire in the Dijkzigt Hospital. All 
patients had been treated during the same period. 
Patients fell into one of four categories, according 
to the treatment which they received: 
1. Laryngectomy involving the surgical removal of 
the larynx - the standard operative procedure for 
patients with a carcinoma of the larynx or hypo- 
pharynx 
2. Commando for patients with a carcinoma of the 
mouth or pharynx - a radical form of surgery, 
with or without subsequent treatment by radiation 
3. Facial a treatment involving facial mutilation, as 
a result of which internal and external prostheses 
were necessary 
4. Radiation for patients who underwent intensive 
radiation treatment for a tumour in the head-and- 
neck area, and as a consequence suffered par- 
ticular speech and ingestion problems. 
4.2. Patients ’ questionnaire 
The patients’ questionnaire dealt with: 
(i) classificatory variables; perception of the 
nature and quality of the different types of 
information and social support which they re- 
ceived from various care-professionals and others; 
(ii) psychosocial variables. As a basis for measur- 
ing the psychosocial variables, a theoretical model 
of coping with cancer was used [25]. The model 
is based on the assumption that uncertainty, 
negative feelings (tension, fear, anxiety, depres- 
sion, loneliness and insomnia), loss of control and 
threatened self-esteem are the most important 
psychosocial problems experienced by cancer 
patients. Scales from van den Borne and Pruyn’s 
research were used to measure these outcomes 
[28,29]. 
(iii) use of, and reactions to, both sections of the 
logbook and the logbook as a whole. 
Part (iii) of this questionnaire was administered 
only to the trial group. 
4.3. Questionnaire for care-professionals 
The questionnaire for care-professionals contained 
questions about: 
(i) their experience of caring for head-and neck 
cancer patients, normal attitudes to information- 
giving practices 
(ii) their own use of and reaction to the logbook, 
their ideas and suggestions for its modification. 
Part (ii) of this questionnaire was administered 
only to professionals who cared for patients in the 
trial group. 
All constucts were measured by multiple items. A 
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variety of open and closed questions, dichotomous 
response categories and scales was used in the 
questionnaires - a copy of which may be obtained 
from the second author. 
4.4. Checklist 
A 23-item checklist was used to examine the 
logbook itself - in particular, whether details in the 
various communication forms were filled in, and 
how comprehensively they were filled in. The chec- 
klist was completed 12 months after the initial 
implementation of the logbook, by social nursing 
staff and the study co-ordinator. 
5. Results 
5.1. Patients 
Evaluation questionnaires were returned by 84% 
of the patients who had participated in the logbook 
trial; and by 72% of patients in the comparison group 
(Table 1). Most patients of both groups were male 
(trial: 80%; comparison 70%) and lived together 
with another person (trial 75%; comparison: 60%). 
The average age of both groups was in the early 
sixties (trial group: 61 years, SD 11 years, min. 37 
years, max. 85 years; comparison group: 64 years, 
SD 12 years, min. 35 years, max. 92 years). 
5.1.1. Use of the logbook 
Ninety-one percent of the 60 trial patients who 
completed the evaluation questionnaire had read the 
Table 1 
Numbers of patient questionnaires distributed (D) and returned 
(RI 
Treatment mode 
Commando 
Laryngectomy 
Radiation 
Face 
Total 
Response rate 
Trial group Comparison 
group 
D R D R 
31 30 25 17 
23 21 12 10 
I 5 14 10 
4 4 3 2 
71 60 54 39 
84% 72% 
logbook in its entirety; and those closest to the 
patient had read it in 91% of cases. Ninety-four 
percent of patients had given the logbook to a care- 
professional to read - in particular, to their family 
doctor (78%), ENT-physician (70%), and/or nursing 
staff (67%). 
Forty-seven percent reported that they had made 
entries in the logbook: 36% on the patient’s notes 
form and 29% on the interchange form. The most 
frequent entries were descriptions of experiences (by 
32% of patients) and questions for care-professionals 
(by 24%). Patients had various reasons for not 
having made an entry: in particular, 27% had no 
questions, 21% did not like writing, and 21% thought 
that their feelings and experiences were not the 
concern of other people. Most of the patients who 
had used the patient’s notes form used it as a diary. 
The checklist showed that most of the communica- 
tion forms were filled in by the care-professionals. 
Patients had recorded comments in 12 cases (on 
average, four comments), family-members in 15 
cases (on average, three comments) and a fellow- 
sufferer in only one case (with eight comments). 
The most frequently read and valued information 
modules were those on ‘What is cancer?‘, ‘Treat- 
ment’ and ‘Social nursing’. The glossary and list of 
addresses was hardly ever or never used by one-half 
of the patients; and the form which listed care- 
professionals’ contact-numbers was used by only 
12% of patients, each in just one instance. 
51.2. Reactions to the logbook 
The great majority of patients (88%) indicated that 
the logbook had clarified a good deal about their 
treatment. Almost as many found that it was not 
difficult to read and that it did not provide too much 
information all at once. 
A majority was satisfied with the information 
modules. They were found to be clear and well- 
organised (by 100% of patients), comprehensive 
(92%), not too difficult (84%), neither too brief 
(82%) nor too long (78%). 
Most patients (93%) found the logbook suffi- 
ciently comprehensive, experienced no disadvantages 
from using it (98%) and had no suggestions for its 
improvement (92%). (The three suggestions which 
were made were of an organisational nature, and did 
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not have to do with the form or content of the 
logbook.) 
51.3. Psychosocial functioning 
5.1.3.1. Information and uncertainty 
First, it should be noted that one-half (5 1%) of the 
comparison patients had been given no written 
information about their disease or its treatment. For 
the other half, no formal arrangements could be 
detected which would make it possible for them to 
anticipate what material might be provided to them, 
when or by whom. 
about the possibilities for supervision and care 
following discharge, as opposed to nearly one-half of 
the comparison group. Many more of the latter group 
had a need for information about how to solve 
particular problems and about where they could 
obtain help. Five times as many of them reported 
that they had received contradictory information 
from different care-professionals. 
Some consequences of this absence of (formal 
arrangements for) any provision of information can 
be seen in a number of significant differences 
between the responses of trial and comparison 
patients (Table 2). More of the trial than the com- 
parison patients found that they had received suffi- 
cient and clear information about their disease and its 
treatment. This difference was particularly noticable 
with regard to the perceived clarity of information 
which they received from a social nurse or social 
worker, other nursing staff and the ENT-physician; 
but not with regard to that from the family doctor or 
a fellow-sufferer. More than one-half of the com- 
parison patients indicated a need for more infor- 
mation about their disease and its treatment, as 
against 17% of the trial group. 
Fewer of the patients who had received the 
logbook suffered from uncertainty about what tests 
they should expect, how the operation would 
proceed, and how they could use exercises and/or a 
diet to stay fit. Sixty-four percent of them indicated 
quite explicitly that they thought that without the 
logbook they would have felt more uncertain than in 
fact they did. 
5.1.3.2. Support 
More patients in the trial group reported receiving 
support and fewer experienced negative feelings. 
More than half of them (52%) indicated that the 
logbook had served as a support when they were 
feeling miserable, and 49% thought that they had 
received more support from care-professionals as a 
result of the logbook. For 8 1 %, the logbook made it 
easier to talk about their disease to those closest to 
them; and it helped 77% to find where they might go 
with their questions or problems. 
Only one in five of the trial group considered that 
they had received insufficient information in hospital 
The support from the various care-professionals 
which patients reported did not differ significantly 
between the two groups - in the cases, that is, of 
Table 2 
Numbers of care-professional questionnaires distributed (D) and returned (R) 
Trial group 
D R 
Comparison group 
D R 
Family doctors 
Nursing staff 
Paramedics (physiotherapy, speech 
therapy, brachytherapy, 
dental assistants, prothesiology, 
social nursing/social work, 
information officer radiotherapy) 
Specialists (ENT, internal medicine, 
radiotherapy, oral surgery/ 
dentistry) 
Total 
Response rate 
68 25 52 18 
17 15 17 11 
12 11 6 4 
8 8 3 2 
105 59 78 35 
54% 45% 
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the family doctor, ENT-physician and nursing staff. 
Nor was there a difference in the cases of partner, 
children and fellow-sufferers. However, four times as 
many of trial as comparison patients did report 
having received significant support from a social 
nurse or social worker in coping with possible 
tensions or problems (Table 3). 
Seventy-eight percent of logbook patients found 
that it improved their grasp of their situation. That 
the logbook assisted in the harmonising of care of 
patients’ individual needs was apparent from their 
expressed satisfaction with the answers which they 
received to their questions: many fewer of the trial 
group were dissatisfied (Table 4). 
5.1.3.3. Psychosocial problems 
The psychosocial problems which patients ex- 
perienced differed significantly between the two 
groups. However, only item-differences were found 
in the scales from van den Borne and Pruyn’s 
Table 3 
Significant differences between trial and comparison groups on information and uncertainty variables 
More (and simpler) information received, or not 
Clear written information 
Sufficient written information 
Clear information from ENT doctor 
from nursing staff 
from social nurses/social workers 
Insufficient information about possibilities 
for guidance and help following 
discharge from hospital 
Need for information about the disease 
and treatment 
Need for information about how to solve 
certain problems or where help might be 
found 
Contradictory information from different 
care-professionals 
Trial (%) Comparison (%) P(X2) 
67 33 .005 
78 39 .OOl 
93 78 .05 
69 41 .05 
72 22 ,001 
19 49 .Ol 
17 52 .OOl 
8 38 ,001 
4 23 .Ol 
Less uncertain about 
Which tests were to come 
The operation procedure 
The best way to stay or become physically 
19 42 .Ol 
19 40 .05 
fit by exercise and/or diet 38 59 .05 
Table 4 
Significant differences between trial and comparison groups on support and problem-experience variables 
Trial (%) Comparison (%) P(X? 
Support 
Support from social nurses/social workers 
in coping with possible tension and 
other problems 
Dissatisfaction with answers to questions 
61 15 .OOl 
6 27 .Ol 
Problem-experience 
Fear 
Anxiety 
Depression 
Tension 
21 49 .Ol 
21 47 .Ol 
29 43 .Ol 
33 100 .OOl 
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research. Fewer of the trial patients experienced 
tension, fear, anxiety and depression (see Table 4). 
No differences between the groups were found in the 
proportions reporting loneliness, insomnia, loss of 
control and threatened self-esteem. 
5.1.3.4. Other comments 
Both groups of patient made positive and negative 
comments on the information and care which they 
received. One disappointment with the use of the 
logbook in practice was the apparent lack of interest 
in its communication section on the part of care- 
professionals. For example: ‘I’ve a strong impression 
that neither the doctors nor the nursing staff were 
interested in the logbook. Even pushing them to fill it 
in at discharge didn’t work. Though the speech 
therapist, physiotherapist and social nurse did fill it 
in.’ 
6. Results 
6.1. Care-professionals 
Evaluation questionnaires were returned by 54% 
(n = 59) of the professionals who provided care to 
patients in the trial group and agreed to participate in 
the study; and by 45% (n = 35) of carers of com- 
parison group patients. From Table 2, it is apparent 
that the response rates are dependent on the rela- 
tively small number of family doctors who returned 
the questionnaire. 
61.1. Use of the logbook 
Two-thirds of care-professionals in the trial situa- 
tion had made reasonable use of the logbook. Only 
16% indicated that they had never asked patients 
whether they had their logbook with them; and 32% 
that they had never made a record of the medication 
which they had prescribed or terminated. The majori- 
ty reported having read the communication forms in 
the logbook - especially, the general (87%) and 
oncological (89%) case-histories, and the patient’s 
notes (85%) and interchange forms (81%). 
As regards the information component of the 
logbook, 82% of care-professionals had handed over 
to patients the module concerning their responsibility 
for care and had explained it. Seventy-nine percent 
had read modules concerning other professionals’ 
care. 
In cases where they forgot to ask patients whether 
they had their logbook with them, this was mostly 
because they had not thought about it (58%). Fifty- 
two percent admitted that the patient sometimes gave 
them the logbook, without them subsequently filling 
in anything. Several professionals did not use the 
logbook because patients appeared to lack interest in 
it: ‘Didn’t ask patients if they had the logbook with 
them, because patient and partner had written very 
little in it.’ ‘On the few occasions on which patients 
produced their logbook, I had the feeling they were 
doing so for the physician or researcher who had 
given them the logbook, and not of their own 
volition.’ 
From the checklist, it was apparent that the 
majority of forms (97%) contained the care-profes- 
sional’s particulars (name, address, contact numbers). 
The psychosocial profile was filled in most con- 
sistently (90%), and the allergic reaction details the 
least (29%). (Though it should be noted that if the 
patient had no allergic problems, the form only had 
to be filled in with a simple slash, which may have 
been overlooked.) The medication form was filled in 
in 59% of cases. But in 19% of the logbooks, 
care-professionals had forgotten to record the date of 
termination of medication. 
The interchange form was used in 84% of the 
logbooks, giving a total of 557 entries - an average 
of seven per form (range: l-37). One logbook 
contained 37 entries; seven contained only one. The 
majority of observations were recorded by speech- 
therapists or ENT-physicians (respectively, 116 in 34 
logbooks, and 114 in 37 logbooks); followed by 
patients (49 in 12), family members (48 in 15) and 
physiotherapists (41 in 18). As far as primary carers 
are concerned, community nurses made 38 entries in 
nine logbooks and family doctors 22 in seven 
logbooks. The fewest entries were made by fellow- 
sufferers (eight in just one logbook). 
6.1.2. Reaction to the logbook 
6.1.2.1. Information 
Ninety percent of the care-professionals who had 
worked with the logbook agreed that it was a good 
means of improving the information given to pa- 
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tients, and 79% believed that it made a considerable 
contribution to the continuity of information. Almost 
one-half (46%) considered that it led to a decrease in 
the apparent provision of contradictory information. 
Seventy-six percent agreed with the proposition 
that the logbook increased the level of patient-focus- 
sed treatment on the part of all professionals; and 
47% considered that its use brought improvements to 
patient-care. 
Around two-thirds of professionals found that the 
logbook gave them a rapid and comprehensive view 
of the patient’s case-history, treatment procedure and 
psychosocial situation. Fifty percent were able them- 
selves to take more account, in their care-activities, 
of a patient’s problems and coping strategies. 
6.1.2.2. Contact with patients 
Around one-third of care-professionals found that 
the logbook made a considerable contribution to the 
ease with which a conversation with a patient could 
be initiated (35%); and to the quality of the contact 
(32%). None considered that it detracted from the 
spontaneity of contact with patients, or posed a threat 
to the contact. Two-thirds of professionals believed 
that patients were better informed than before the 
logbook had been used: they asked different and 
more focussed questions, and were able to be more 
assertive in their choice of method of treatment. 
Forty-three percent considered that patients were 
more independent than was usually the case. The 
great majority denied that the logbook made patients 
more anxious (90%) or misled them (93%). They 
reported patients being more involved in their treat- 
ment (92%), better prepared (93%), and less depen- 
dent on the physician for information (57%). 
6.1.2.3. Harrnonising care-activities 
Sixty-three percent of the care-professionals who 
had worked with the logbook reported that it made a 
considerable contribution to their harmonising the 
care which they provided. Seventy-eight percent had 
read the modules of other professionals, and 67% 
found that the logbook helped them to keep abreast 
of what others were doing, and consequently to 
adjust their care-activities. Since using the logbook, 
more than one in four (27%) knew better than 
previously to whom they should refer patients, and 
(48%) reported referring more patients than previ- 
ously. 
More than half of the care-professionals (56%) 
considered that the logbook had made a considerable 
contribution to information exchange. Forty-one 
percent reported being better able, since using it, to 
reach other professionals in the context of caring for 
head-and-neck cancer patients; and more than one in 
four (28%) reported an improvement in their con- 
tacts with fellow-professionals. Twenty-six percent 
had had colleagues draw their attention to the fact 
that their treatment did not conform to the relevant 
module in the logbook. 
It was the view of four in five of the professionals 
that the logbook made a definite contribution to 
improving the fit of care in hospital to that at home. 
The transfer of patients to other care-professionals 
proceeded more smoothly (77%). Nonetheless, 44% 
did note that they were dissatisfied with the way in 
which other professionals harmonised the informa- 
tion which they gave to patients. 
6.1.3. Suggestions for modifying the logbook 
Forty-two percent of care-professionals who used 
the logbook wished to see changes in its format. 
Suggestions touched, in particular, on its bulk (it 
measured 31 X 27 X 4.5 ems.). They advocated a 
smaller and more compact format, which would be 
handier and more convenient to use. It might have a 
soft, less conspicuous cover, without a logo. A 
number of care-professionals emphasised the value 
of the ‘pull-out’ version of the communication 
section. ‘Patients often find that it is a rather large 
book to take with them. The pull-out folder is an 
improvement.’ 
Another suggestion was to add a readily accessible 
communication form, specifically for important mes- 
sages, such as changes in treatment. The communica- 
tion section was too extensive to peruse at every 
consultation. 
Nearly one in four (23%) of the care-professionals 
suggested changes in the content and layout of the 
logbook. The majority of the suggestions with regard 
to content referred to duplication of entries in the 
medical and nursing records by those in the logbook. 
For example: ‘The communication-section is only 
meaningful for the professionals if they wish to write 
something in it - but I’ve no time for that in the 
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out-patient clinic. l’ve scarcely enough time to keep 
the records up-to-date.’ ‘A module for nursing, in the 
form of a dossier. By this means the nursing staff 
will make more use of the logbook and have a higher 
degree of participation. As it is, they have to keep 
up-to-date with both the logbook and nursing re- 
cords. This takes extra time.’ 
One professional wanted to substitute a medication 
‘passport’, like that used by some dispensing chem- 
ists, for the medication form. Others wanted new 
forms to be added - such as a checklist for follow- 
up consultations, or sheets on which photographs 
could be stuck. 
The principal suggestion for improving the layout 
of the logbook was to foreground the interchange 
form, so that care-professionals could not miss it. 
One-half of the professionals had suggestions for 
keeping the logbook up-to-date. Importance was 
attached to keeping one’s own module up-to-date 
and to regularly evaluating and supplementing the 
information which it offered. 
6.1.4. Comments from care-professionals in the 
comparison setting 
Comments made in the comparison setting made it 
clear that there is a need for a logbook: not every- 
body experienced the continuity of information as 
optimal. 
Some nurses felt the need for a ‘communication- 
form’ and ‘special help after the ‘bad-news’ con- 
sultation’. ‘We don’t always know what information 
the physician has given to the out-patient.’ ‘There is 
a regular breakdown in communication between the 
oncologist and nursing staff about the extent to 
which patients are informed about their situation. 
After a ‘bad news” consultation, nursing staff have 
too little information to give effective help.’ 
Several family doctors signalled faults in com- 
munication with specialists. ‘Reports from the 
specialist to the family doctor, even if they have to 
be provisional, arri.ve much too late.’ ‘Incidence is 
low. As family doctors, we have little experience in 
quickly spotting a tongue- or nasal-tumour. In the 
case of bleeding or pain, I do refer to the ENT- 
physician; but if it is malignant, there is already 
some progression.’ 
One physiotherapist in the comparison setting 
recognised that a patient might receive overlapping 
information from two or more sources. ‘There’s no 
formal system of transfer to or from physiotherapy. I 
don’t know what information other professionals are 
giving. And so there’s duplication.’ 
7. Discussion 
From the results of the evaluation, it is apparent 
that use of the logbook by the trial patients led to 
their being better informed. They received more 
comprehensive and structured information, with less 
apparently contradictory material, as well as instruc- 
tion on specific aspects of self-care. 
It also contributed to a decrease in their psycho- 
social problems, such as tension, anxiety, fear, and 
feelings of depression. Even though they indicated 
that they had received more social support than did 
the comparison patients, no difference between the 
two groups was found for loneliness. An explanation 
for the latter finding might be drawn from House’s 
[27] distinction between informative and emotional 
support. The logbook provided informative support. 
It is a lack ofemotional support which leads to 
loneliness. 
Alongside information, instruction and guidance1 
counselling, Dekkers [22] has also distinguished 
patient education. In this context, Bokma [23] has 
proposed an ‘emancipation model’ which highlights 
an increase in the patient’s independence and re- 
sponsibility for self. The majority of care-profession- 
als in the trial setting noted that patients were 
relatively independent and better informed - a view 
which was not shared by their colleagues in the 
comparison setting. Trial patients asked different and 
more focussed questions, and they showed that they 
had read the logbook. This was echoed by the 
patients themselves: a majority reported that, because 
of the logbook, they had been able to ask more 
focussed questions. 
However, they were not always able to exercise 
the intended independence and responsibility when it 
came to their offering the logbook to care-profes- 
sionals. From the start of the study, it was clear that 
they too rarely did so; and as a result, intra-mural 
professionals had to be encouraged to ask for the 
logbook themselves. (Each month, they received a 
list of patients who were participants in the logbook 
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trial.) This worked much better. However, further 
research is needed to see whether such encourage- 
ment works in the long term; and to see how patients 
can be supported and counselled to become more 
independent in the doctor-patient relationship. 
A majority of care-professionals believed that the 
logbook had contributed to the continuity of in- 
formation; and reported having learned something 
about the care which others provided and having 
adjusted their care-activities accordingly. Despite the 
fact that the study’s expectations as regards the 
harmonisation of care were fulfilled, the participation 
of family doctors was disappointing. It is not surpris- 
ing that the majority of their questionnaires were not 
returned, given the response-rate in other studies. 
Family doctors feel themselves to be overwhelmed 
by paperwork. As one respondent put it: ‘The 
average family doctor gets four or five requests a 
week to fill in questionnaires. Questionnaires are too 
long. They take up too much time.’ 
In the present study, however, it was not just a 
matter of a questionnaire. All the family doctors 
were kept informed, both in writing (by means of a 
personal letter and a newsletter) and orally, about the 
purpose and progress of the study, and about their 
patient’s particulars. Nevertheless, their involvement 
in the study was lower than expected. They had 
made entries on forms in only seven of the 70 
logbooks. And this despite the fact that 33 patients 
reported that they had offered the logbook to their 
family doctor. This may be a reason why no more 
trial patients said that they had received support from 
their family doctor than did comparison patients - 
even though more patients in the present study 
reported receiving such support than did those in an 
earlier study of head-and-neck cancer patients [2]. 
Improving collaboration between specialists and 
family doctors remains a challenge. 
Not all communication forms were used optimally. 
Those which were most fully completed were those 
for ‘patient details’ and the psychosocial profile. This 
was not unexpected, because these data were re- 
corded by the social nurse, who received all the trial 
patients after their ‘bad news’ consultation. Never- 
theless, these forms were not as often read as were 
the ‘patient-details’ and the interchange form. Al- 
though the psychosocial profile was well completed, 
it was least often read by the care-professionals. The 
reason given for this omission was ‘lack of time’. 
The forms which patients least often used were the 
glossary and the list of other information-sources. 
They were rarely or never referred to. It can be 
questioned whether they should remain as standard 
components of the logbook. They might instead be 
given on request, if a patient indicates a need for 
them. However, it is also possible that patients might 
refer to them at a later point in time, beyond that 
covered by the present evaluation. 
Following the pilot study, the communication 
section was made detachable from the rest of the 
logbook, by means of a pull-out folder, to make it 
more convenient for taking to consultations. This 
appeared to be a success. 
Despite the logbook having fulfilled the expecta- 
tions set for it, the care-professionals made a number 
of comments which indicated that its form, content 
and layout could be improved. They argued for a 
smaller format than A4; a soft cover, without a logo 
on the front; and a separation of the communication 
and information sections into two folders. 
There was no comment on the ring-binding. A 
loose-leaf binder is essential if the information 
section is to contain both standard modules and 
modules which are specific to a particular patient 
category. The alternative would be to produce a 
distinct information booklet for each category of 
patient - though the logbook would then not be so 
readily open to supplementation or up-dating. More- 
over, it would no longer be personalised; and all its 
contents would be given at once. A countervailing 
advantage would be that every patient would be 
guaranteed to have all the modules on time. 
Other suggestions were to replace the medication 
form by the ‘medicine passport’ which many dis- 
pensing chemists now use; and to place the com- 
munication form in a prominent position at the front 
of the logbook, so that users would not have to 
search for it. 
It is interesting that most of the comments on the 
communication form came from (excluding the 
ENT-physicians, who had initiated the study) the 
speech-therapist and physiotherapist. This is not 
surprising, since paramedics do not write in medical 
dossiers - it did not involve double work for them. 
On the contrary, it was a new experience for 
paramedics to be able to communicate in this way 
with other care-professionals; and apparently it was a 
success. 
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8. Conclusion 
The results of this evaluation study suggest that 
patients who had been given the logbook had more 
information, and information which was clearer and 
less contradictory, than did patients without the 
logbook. The former group of patients was better 
prepared for the possibilities for care following 
discharge, and felt less uncertain about a number of 
matters. The logbook helped them experience a sense 
of support when feeling ‘down’; and directed them to 
the appropriate person for answers to any questions 
or problems which they had. The support of the 
social nurse (logbook co-ordinator) was particularly 
valued. Such support was not available to patients in 
the comparison group. 
The logbook also gave patients a better grasp of 
their situation. This was apparent from their rela- 
tively infrequent experience of anxiety, fear, depres- 
sion and tension. It was also apparent in the ques- 
tions which they asked: according to the care-profes- 
sionals they asked more questions, and questions of a 
different type from those of other patients. Logbook 
patients appeared themselves to be more satisfied 
with the answers to their questions which they 
received. Most of the care-professionals found that 
the logbook helped patients to be better prepared for, 
and more involved in, their care, and less dependent 
on the physician for information. 
The harmonisation of care between care-profes- 
sionals also appears to have been improved some- 
what by the logbook. They reported that, because of 
the logbook, they were more aware of the care- 
activities of others and could more adequately adjust 
their own to meet them. Moreover, the majority 
found that it had enabled them to gain a more rapid 
and complete view of the patient’s case-history, 
treatment, and psychosocial situation. In the case of 
half of the care-professionals, the logbook contribu- 
ted to an effective exchange of information and to 
their being able to take account of the patient’s 
problems and coping-strategies. Contact with col- 
leagues was improved for one in four of them. 
It can be concluded that the logbook has a 
contribution to make to the improvement of continui- 
ty of information for patients with a head-and-neck 
tumour. However, in order to make optimal use of 
the logbook, changes are necessary in: (i) its form 
and content; (ii) the attitudes of care-professionals, 
so that they are more willing to read, and write in, 
the logbook; and (iii) the attitudes of patients, so that 
they shift from ‘waiting for the instruction of care 
professionals’ to ‘taking initiative and joint respon- 
sibility themselves’. 
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